###### Strengths and limitations of this study

-   The review adopts an iterative, integrative approach to knowledge translation by engaging diverse knowledge users in its design, analysis and dissemination.

-   This scoping review will inform a full systematic review on the topic.

-   The search strategy is broad and includes both peer-reviewed literature (electronic bibliographic databases) and grey literature (both published and unpublished materials that are generally not peer reviewed or indexed in bibliographic databases).

-   As French is an official language in a number of Canada's 14 major political jurisdictions, by limiting our search to English language documents we will be excluding some potentially important unilingually French results.

-   As this is a scoping review, we do not assess the quality of evidence nor do we rank/grade evidence as is normally performed in a systematic review.

Introduction {#s1}
============

As governments have reduced their involvement in providing institutional long-term elder care,[@R1] leveraging informal care for this work has become a key strategy in maintaining healthcare system sustainability worldwide.[@R4] Informal care refers to the unpaid voluntary care or support provided by family members, friends and neighbours.[@R9] As the population ages, and the cohort aged 65 or over increases, policy attention has shifted to finding ways to support and empower informal groups of helpers and caregivers as part of a strategy to avoid, or delay the institutionalisation of elders[@R6] and as part of a trend towards helping people stay in their own homes and communities as they age.[@R14] In Canada, for instance, only 2% of elders, aged 65 and over, receiving publicly funded home care services do not require any additional support from informal carers. The remaining 98% rely on informal caregivers to provide the help and care necessary for their well-being.[@R11] Despite being a key policy element, we know little about the strategies, tactics and programmes that have been successful in supporting informal care for the elderly, and in other contexts such as disability. The lessons learnt in informal care policy generally may well be valuable in refining specific efforts to support and improve informal care for elders.

Informal caregivers providing care for elders are a specific example of a general trend in the health and social policies of developed nations. We use 'informal caregivers' to refer to groups that arise organically out of their members' interests and needs and that emphasise horizontal, or in-group communication. In contrast, formal caregiving groups are formed out of policy and institutional interests, and emphasise vertical command, control and communications structures.[@R15] The concept of an informal care group emerges from the 'convoy theory of social support'[@R16] which posits concentric circles of close-by helpers and even closer caregivers[@R17] all of whom bring physical and social resources to delivering care.[@R13] In the Canadian context, the reality of these convoys is that they are far more likely to be dyadic than multimember groups,[@R9] and, as elsewhere in the world, their work falls predominantly to women.[@R19]

Fifty years ago, 'informal care' as either a phrase or concept was unheard of, and the activities of these close-knit groups as they cared for the elderly or persons with a physical or cognitive disability were beyond the attention of policymakers. This began to change as feminist activists and academics through the 1970s brought governmental and societal attention to the fact that women were providing unpaid labour in the majority of households.[@R22] This consciousness raising was combined with state-level interests in providing healthcare in the community rather than in institutions.[@R23] It was then only a short step for policymakers to imagine care provision taking place *in* the community, and being delivered *by* the community. Through the 1980s and 1990s, 'informal care' became a more widely recognised term, and these groups, oxymoronically, acquired a position in the health and social care policy agenda.

In the UK, the implementation of the Social Security (Invalid Carers Allowance) Regulations of 1976, and the Carers Recognition and Services Act (also known as Carers) of 1995 saw informal caregivers become the specific object of formal policy efforts. The Invalid Carers Allowance, now known as Carer's Allowance, was an income-tested support delivered as a cash benefit to single female carers (not married) and male carers (marital status not specified for them), and represented the first official recognition of informal caregivers in UK law.[@R25] The Carers Act gave those who provide 'a substantial amount of care on a regular basis' the right to request an assessment of their needs. The assessment right did not apply to volunteers (paid or unpaid) from organisations providing care. There was, however, no legal duty on the local government to provide such carers with any services or support beyond the assessment of need.[@R24] As informal caregivers have become the object of policy attention and knowledge production, and as carers themselves have coalesced around this new identity, variations on, and cognates of the British examples have appeared in the policies of different countries around the world.[@R24] Thus, putatively 'informal' caregivers in many jurisdictions have come to be integrated into various 'formal' policy, administration or care delivery systems.

Although informal caregivers may operate without direct official institutional support,[@R29] they are perhaps best conceptualised as personal, caring inter-relationships among family, friends and relatives that are more or less connected to formal systems of policymaking and care delivery. Indeed, informal caregivers are widely recognised as contributing to the sustainability of formal care systems.[@R30] In making these contributions, they extract a broad range of economic[@R31] and time[@R33] commitments from informal caregivers with the imputed economic contribution of these caregivers estimated, in Canada, at \$25 billion per year.[@R34] UK estimates based on a replacement cost approach, peg the value of unpaid care provided by informal caregivers working in all contexts at £119 billon---a number that exceeds the annual cost of running the National Health Service.[@R26] In Canada, and in the specific context of elder care provision, informal caregivers provide between 70% and 90% of care for the elderly, with a decline in their activities projected to increase the costs incurred by the formal care system by between 5% and 35%.[@R11]

While the unpaid, often invisible,[@R36] work of these informal caregivers can be rewarding,[@R38] it can also lead to caregiver anxiety[@R39] and burnout.[@R41] A recent Ontario study shows that nearly a third of families who had been providing informal care for more than 2 years spent on average 20 hours a week.[@R30] When intensive and sustained, this sort of commitment can limit caregivers' social engagement and participation in the paid labour force, as well as increase the risk of physical and mental health problems.[@R30] A range of studies indicate that the majority of informal caregivers participating in the labour force experience difficulty juggling work and caregiving responsibilities[@R21] with negative consequences for their peace of mind, ability to sleep, and productiveness and mood at work.[@R45] Indeed, many caregivers drop out or are forced out of the labour force as they attempt to balance their responsibilities.[@R48]

The critical need for policies supportive of informal caregivers as they make their significant contributions to society has been recognised.[@R13] Policymakers in many developed countries have introduced a range of measures to support informal caregivers such as providing cash benefits, tax credits or legal protections for workers who are also caregivers; and also by improving the integration of informal caregivers into formal system elements such as hospitals, primary care teams, long-term care providers and professional associations.[@R28] There has also been an increasing interest, at policy levels, in innovative uses of technology to support caregivers.[@R50] The aim of these various policy supports is to improve informal caregivers' competence in, and capacity to, care.[@R52] Unfortunately, policy and practice development in the fields of law, regulation, finance, organisational reform and technology has been organic rather than systematic, and so the existing literature provides only limited information on the diverse approaches to creating policy that supports informal caregivers or their integration into formal systems.

In this review, we will search for Canadian literature from across disciplines to identify the broad range of policy instruments different provinces and territories have adopted in relation to informal caregivers. In elder care, for example, a range of organisations have come together to ask the federal government to design a 'National Seniors Strategy', with a particular emphasis on supporting caregivers taking the form of enhanced job protection measures, caregiver tax credits and enhanced Canada Pension Plan contribution allowances.[@R53] If these are some of the policy options the federal government is pursuing, it is important to understand that Canadian health and social policies are determined and administered across 14 jurisdictions (1 central/federal, 10 provincial and 3 territorial). Each jurisdiction has various levels of responsibility and interests, as well as its own political system. These jurisdictional variations have led to the design and implementation of diverse policies in support of informal caregivers. A striking example can be found in policies aimed at promoting and supporting 'self-managed care' (SMC). These have, since the 1970s, become increasingly popular in a range of Canadian jurisdictions. Generally, in an SMC, an earmarked budget is assigned to a recipient of care, who is free to choose services and vendors to meet his or her needs.[@R54] Although SMC programmes have been implemented across all 10 provinces, only three provinces---British Columbia, Manitoba and Nova Scotia---permit care recipients to use funds to compensate family caregivers for their labour.[@R55] We aim to capture these sorts of cross-jurisdictional variation in what might otherwise appear to be consistent policies. Our aim here is to highlight and understand Canada's variations and to establish a methodological and empirical foundation for a major international comparison. This is to say, the results of the present scoping review will support larger efforts in the future to perform a cross-national comparative review.

In this review, we are going to address the following five objectives: (1) to analyse and synthesise existing Canadian evidence through a comprehensive review of grey and academic literature on policy instruments to support and integrate informal caregivers across Canada; (2) to develop a conceptual framework that classifies diverse informal care policies; (3) to explore different policy objectives behind adopting/developing those policy instruments (eg, well-being, satisfaction, efficiency, effectiveness); (4) to explore potential barriers and facilitators to implementation of diverse policy instruments; and (5) to identify, in conjunction with our knowledge user partners, the approaches, methods and lessons learnt in the broader literature that are applicable to the specific challenges of informal caregivers delivering elder care.

Methods and analysis {#s2}
====================

Given the limited nature of existing knowledge on different informal care policies in Canada, the vast and multidisciplinary nature of the literature on informal care (ranging from elder care to disability, and so on), and thus far limited efforts to synthesise existing knowledge, we will use a scoping review methodology.[@R56] In a scoping review, the available literature is comprehensively reviewed in order to map the key concepts within a research area and the main sources and types of evidence available.[@R56] As a scoping review can inform a systematic review,[@R59] it can also assist in determining the value of undertaking a full systematic review on this topic.

The scoping review, with its synthetic approach, is the cornerstone of robust knowledge translation efforts as it transforms a great deal of scientific literature into a reliable form that is readable and relevant to knowledge users.[@R61] The Canadian Institutes of Health Research (CIHR), a federal/national agency that funds health research across Canada, defines a knowledge user as 'an individual who is likely to be able to use the knowledge generated through research to make informed decisions about health policies, programmes and/or practices.'[@R63] To increase the uptake of our review findings, we will engage diverse knowledge users including content experts, policy and decision makers, practitioners, and informal caregivers in the design, analysis and dissemination of the review. By engaging a wide range of knowledge users in all stages of our review, we hope to coproduce knowledge and evidence that is useful and relevant to those who make real-world decisions and helping them make informed decisions. By adopting this knowledge coproduction approach (also known as integrated knowledge translation (iKT) or participatory research), our knowledge users function as active research partners in generating research from conceptualisation to implementation rather than passive recipients of research or research products. This will enhance our understanding of the knowledge users' context and needs, thereby increasing the policy relevance of our research and enhancing integration of our review findings into policy and practice. It also increases knowledge users' understanding of the research process.[@R64]

We will follow the framework developed by Arksey and O'Malley,[@R56] which entails six stages, in our scoping review, as shown in [figure 1](#F1){ref-type="fig"}. We will treat these stages in an iterative way and will engage with each stage in a reflexive way and repeat steps, where necessary, to make sure that the literature is comprehensively covered.[@R57]

![Stages of scoping review.](bmjopen-2017-019220f01){#F1}

Stage 1: identifying the research question/s {#s2a}
--------------------------------------------

As scoping reviews seek to summarise the breadth of evidence, the research questions should be broad.[@R56] According to Levac *et al*,[@R58] selecting comprehensive areas of exploration facilitates direction and focus of the study. The overarching question that guides our review is: 'how is informal care being addressed in provincial, territorial, and federal Canadian policies?' Our research team initially generated a list of potential research questions based on our experience and initial engagement with the relevant literature. We then began consultations with knowledge users including content experts, policymakers, practitioners and informal caregivers to finalise the research questions. This input from knowledge users will ensure the study's relevance, rigour and comprehensiveness. Specifically, this ongoing engagement aims to improve the uptake of the review results by a broad range of knowledge users.[@R66] The following research questions will guide this review:Which informal care policies are being addressed in the Canadian academic and grey literature?What are the policy objectives behind adopting policies to support informal care (eg, well-being, satisfaction, efficiency, effectiveness)?What are the barriers and facilitators of implementation for those policies in support of informal care?What are the policy opportunities and lessons learnt in the broader literature that are applicable to the specific challenges of informal caregivers delivering elder care?

Stage 2: identifying relevant studies {#s2b}
-------------------------------------

At this stage, our research team will identify relevant studies and will develop a search strategy, terms to use, sources to be searched, time span and language.[@R56] In accordance with Arksey and O'Malley's recommendation that 'comprehensiveness is the whole point of scoping the field,'[@R56] we will employ a very broad search strategy. We will use a search strategy worksheet[@R67] (see sample in online [supplementary appendix table 1](#SP1){ref-type="supplementary-material"}) and will adjust search terms (concepts) based on nuances of each database. Our key concepts will include, but not be limited to: (1) Canada, (2) federal/province/territory, (3) policies, and (4) informal care (see online [supplementary appendix table 1](#SP1){ref-type="supplementary-material"} for our detailed search strategy and terms). We will refine our search terms and undertake more sensitive searches of the literature throughout the review process, as necessary.
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As part of the broad search strategy, we will undertake the following five activities: electronic database search, web search, hand search of relevant journals, citations of relevant papers and scanning the reference lists of relevant papers.

To perform the electronic database search, we will employ an information scientist (or library scientist). As the research project is multidisciplinary in nature, we will be using diverse electronic databases including: Web of Science, PubMed, MEDLINE via Ovid; Sociological Abstracts; Social Science Citation Index (SSRN); Cumulative Index to Nursing and Allied Health Literature (CINAHL); PsycINFO; and EMBASE via Ovid (excluding MEDLINE) (see the full list of databases in online [supplementary appendix table 2](#SP1){ref-type="supplementary-material"}). We conducted a preliminary sample search in two databases: MEDLINE and Web of Science. The MEDLINE search strategy produced 1508 records (12 August 2017) while the Web of Science search produced 4083 results (12 August 2017).

Grey literature refers to both published and unpublished materials that are generally not peer reviewed or indexed in bibliographic databases.[@R68] These include government reports, newsletters and bulletins, technical papers, working papers, theses, data sets and proceedings of the seminars and conferences. Due to the paucity of peer-reviewed academic research in the area of policies in support of informal caregivers, the inclusion of grey literature or non-academic is especially important and valuable. These will also increase the breath, relevance and value of our review findings. For the grey literature, we will search the following websites: Dissertations & Theses A&I‎ via ProQuest; OpenGrey; ISI Proceedings; Conference Proceedings Citation Index--Social Science and Humanities; Joanna Briggs and ProQuest Dissertations and Theses; PAIS Index---Public Affairs Information Service; Google Scholar; and Google. For specific Canadian grey literature we will search the following databases: Canadian Research Index; Canadian Electronic Library; Canadian Public Policy Index; and LabourSource (formerly Labour Spectrum). Other websites will be identified by the research team and knowledge users.

On completion of these electronic searches, we will conduct a hand search of key journals (eg, *Critical Public Health*; *Health Policy*; *Health Policy and Planning*; *Journal of Health Services Research and Policy*; *Health Services Research*; *Journal of Aging and Society*; *Health and Social Care in the Community*; *Social Policy and Administration*; *Journal of Aging Studies*; *The Gerontologist*; *Journal of Applied Gerontology*; *BMC Health Services Research*; *Journal of Aging and Social Policy*; *The International Journal of Integrated Care*; *Sociology of Health and Illness*; *Journal of Aging and Health*; and key gerontological nursing journals) which will be identified by the research team and content experts. Citations of relevant papers will be also tracked. Finally, the reference lists of relevant papers will also be searched in order to find papers not identified in the initial search. All retrieved searches will be imported into Endnote in which the duplicate references will be identified and discarded. Since selected electronic databases to download citations and referencing are often inconsistent in their content and formatting, we anticipate a manual search for duplicates.[@R66]

Stage 3: relevance testing {#s2c}
--------------------------

In order to increase the rigour of our review, we will adopt a team approach[@R58] to determine which studies/materials to include. At the beginning of the scoping review, the team will discuss and finalise the inclusion and exclusion criteria. The research team has initially decided to include any papers published since 1970 as informal caregivers became the specific object of formal policy efforts at this time. While our interest is in policies supporting informal care as they deliver elder care, this is an exploratory study, and as such we will not limit our search strategy to elder care. Rather, in an effort to achieve a breadth of understanding, and to facilitate comparative synthesis of opportunities and lessons learnt we will include disability to target a broader range of informal care policy literature. We have also decided on the following inclusion criteria but these may be revised and refined following further engagement with our knowledge user partners.

### Initial inclusion criteria {#s2c1}

-   Academic and grey literature related to Canada only.

-   Papers or documents that discuss policies to support informal caregivers (in the areas of elder care and disability).

-   Published or unpublished primary studies (quantitative, qualitative or mixed-methods studies), theses/dissertations, conference papers, theoretical discussions and grey literature.

### Initial exclusion criteria {#s2c2}

-   Papers or documents published before 1970.

-   Papers or documents not published in English.

-   Book reviews.

-   Commentary and editorial papers.

-   Non-Canadian materials (academic and grey literature).

As recommended by Levac *et al*,[@R58] our reviewers will meet at the start, middle and end of the abstract review process in order to discuss any challenges or ambiguities related to study selection and to refine, where necessary, the search strategy. We will develop, in consultation with our knowledge user partners, a screening tool, to determine the relevance of papers to informal care policies and also to code the type of data retrieved (eg, reviews, empirical data, theoretical discussion, policy brief, government documents, web content, conference paper). We will recruit two graduate students (Master of Public Policy) who have received training in the scoping review process to screen the titles, abstracts/summaries or executive summaries that are returned by the search. These reviewers will classify records as 'potentially relevant' or 'exclude'. When the relevance of a publication is in doubt, the full text will be retrieved. To mitigate bias in the selection process, two members of the research team will independently review 1% of the abstracts/summaries and compare their results with the graduate students' results. Our research questions may require some refinement at this stage to ensure the review's feasibility and relevance.

Next, the graduate student reviewers will independently retrieve and review all full texts coded as 'potentially relevant' as part of considering them for inclusion. In the case of disagreements between the two reviewers on inclusion, the other team members will be consulted to make the final decision. During this stage, the research team will organise monthly meetings/teleconferences to discuss progress, findings, challenges and uncertainties related to study selection.

Stage 4: charting the data {#s2d}
--------------------------

At this stage, we will extract data from the included studies, using a deductively generated coding tree and importing the data into NVivo V.10 for data analysis. Our research team will collectively develop the data-charting form (or extraction form), using Framework Matrix capability in Nvivo,[@R69] in order to decide on extract variables that best help answer our research questions. The extraction form will be derived from our research questions and also from the best relevant papers. We will treat charting as an iterative process in which we will constantly update the data-charting form as the analysis proceeds, similar to the process used in inductive coding in qualitative data analysis. The two graduate students with two members of the research team will independently extract data, using a data-charting form, from the first five studies and check if their data extraction approach is consistent with the research questions. The graduate students will then independently continue extracting data and the research lead will double check the extracted data to ensure accuracy and completeness.

Our potential data extracted will include: Canadian location: federal/province/territory, author/s or institution/s or organisation/s, publication title, publication year, research question or study purpose, policy objectives (eg, well-being, satisfaction, efficiency, effectiveness) and barriers/facilitators to implementation of policies. This list of extracted data will be modified as the research team becomes more familiar with the literature.

Stage 5: collating, summarising and reporting the results {#s2e}
---------------------------------------------------------

This stage is generally the most extensive phase of a scoping review. Once we gather/extract all data, we will establish a working group to meaningfully interpret the data. With the research questions in mind, the two graduate students will quantify the extracted data and produce a descriptive summary of the included materials (eg, for journal articles we will extract overall number of studies included, types of study design, years of publication, study population and provinces/territories where studies were conducted).

As scoping reviews are not a short summary of journal articles and grey literature, the analytical synthesis of extracted data is critical. As such, we will conduct a constant comparative analysis using NVivo V.10 in order to organise our data into overarching categories. Using constant comparison analysis allows: comparisons to be made across concepts, similarities, differences, and gaps to be identified, and a conceptual framework to emerge. During the synthesis phase, we will systematically integrate the extracted data and will develop a taxonomy of informal care policies. We will develop a conceptual framework with the following potential key elements for classification which will also be the starting point for our coding nodes: the policy instruments; policy objectives (eg, well-being, satisfaction, efficiency, effectiveness); and barriers and facilitators. We will seek the views of our knowledge users at this phase via email, teleconference or web conference to allow their inputs in reviewing the findings, before providing policy recommendations.[@R56]

Stage 6: consultation {#s2f}
---------------------

Consultation enhances the methodological rigour of the review and should be a compulsory stage in scoping reviews.[@R58] In our scoping review, we will involve knowledge users at all stages of the review. By doing so, we will move beyond knowledge translation towards an iterative iKT.[@R70] We will seek knowledge users' input to further refine the review questions; to add a higher level of meaning, content and expertise to our review preliminary findings; to tailor our review findings to the knowledge users' needs (in terms of policy practice); and to make our review findings more applicable. We will engage knowledge users in the first stages of the review via email and teleconference. We will hold a workshop/policy roundtable with knowledge users to have their input for developing the comprehensive conceptual framework that classifies informal care policies.

Patient and public involvement {#s3}
==============================

CIHR Strategy for Patient Outcome Research provides a broad definition of 'patient' that includes caregivers and family members. In our research, we will recruit informal caregivers, from community organisations such as IMAGINE Citizens (an independent group of Alberta citizens who participate in patient-oriented research) as a proxy for the broad term of 'patient'. In developing the scoping review protocol, our research team initially generated a list of potential research questions based on our experience and initial engagement with the relevant literature. We then began consultations with knowledge users including informal caregivers, via email and teleconference, to finalise the research questions. We will engage informal caregivers throughout the entire cycle of our research. We will seek their input for a number of reasons, among others, to further refine our review questions; to tailor our review findings to their needs; to add a higher level of meaning, content and expertise to our review preliminary findings; and to make our review findings more applicable. We will hold a workshop/policy roundtable with knowledge users, including informal caregivers, to have their input for developing the comprehensive conceptual framework that classifies informal care policies.

As our study engages a wide range of knowledge users and stakeholders, including informal caregivers, we will disseminate the results of our review via diverse means. For the specific audience of informal caregivers our dissemination strategies include: blogs that intersect academic and popular internet dissemination; a short (3--4 min) YouTube (or series of YouTube videos) discussing policy implications of the findings; a webinar in collaboration with our knowledge users; and media interviews to disseminate findings and support the uptake of results.

Ethics and dissemination {#s4}
========================

This scoping review aims to synthesise the existing Canadian evidence about informal care policies to enhance understanding about these policies and to extrapolate policy instruments that may be particularly relevant for elderly care. The main outputs of this knowledge synthesis will be (1) a conceptual framework that classifies policy instruments that support informal care or integrate them into formal systems of care, and (2) potential barriers and facilitators for implementing those policies.

We will disseminate the results of our review via diverse means, publishing and presenting in academic fora. Our intention is to develop a conceptual framework that classifies informal care policies, and use this framework to organise an online, free-of-charge, evidence repository. We will further publish a series of policy briefs to be developed collaboratively with knowledge users about how to promote and better implement informal care policies. Other means of disseminating our review results include blogs that intersect academic and popular internet dissemination; a short (3--4 min) YouTube (or series of YouTube videos) discussing policy implications of the findings; a webinar in collaboration with our knowledge users; and media interviews to disseminate findings and support the uptake of results. We will pursue an iKT strategy as our knowledge users are closely engaged throughout the entire research cycle, and directly contribute to the policy relevant publications of the project (see online [supplementary appendix table 3](#SP1){ref-type="supplementary-material"} for full list of dissemination tools for different target audiences).
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